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Abstract
Background: Evidence suggests that young people want to be active participants in their care and involved in decisions about
their treatment. However, there is a lack of digital shared decision-making tools available to support young people in child and
adolescent mental health services (CAMHS).
Objective: The primary aim of this paper is to present the protocol of a feasibility trial for Power Up, a mobile phone app to
empower young people in CAMHS to make their voices heard and participate in decisions around their care.
Methods: In the development phase, 30 young people, parents, and clinicians will take part in interviews and focus groups to
elicit opinions on an early version of the app. In the feasibility testing phase, 60 young people from across 7 to 10 London CAMHS
sites will take part in a trial looking at the feasibility and acceptability of measuring the impact of Power Up on shared decision
making.
Results: Data collection for the development phase ended in December 2016. Data collection for the feasibility testing phase
will end in December 2017.
Conclusions: Findings will inform the planning of a cluster controlled trial and contribute to the development and implementation
of a shared decision-making app to be integrated into CAMHS.
Trial Registration: ISRCTN77194423; http://www.isrctn.com/ISRCTN77194423 (Archived by WebCite at
http://www.webcitation.org/6td6MINP0). ClinicalTrials.gov NCT02987608; https://clinicaltrials.gov/ct2/show/NCT02987608
(Archived by WebCite at http://www.webcitation.org/6td6PNBZM)
(JMIR Res Protoc 2017;6(10):e206)   doi:10.2196/resprot.7694
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Introduction
Policy makers have emphasized the need for shared decision
making to become standard practice and for service users to
experience “No decision about me without me” across health
care settings [1]. These goals are active within child and
adolescent mental health services (CAMHS) in the United
Kingdom. For instance, the Chief Medical Officer’s 2012 annual
report [2] stated that shared decision making is central to the
government’s commitment to improving the health outcomes
of children and young people with long-term conditions. A key
ambition puts “children, young people and their families...at
the heart of decision making” [2].
The Health Foundation [3] describes shared decision making
as both a philosophy and a process requiring a partnership
between patients and professionals. Decisions are made
collaboratively about assessments, interventions, and support
strategies. Shared decision making is a key element of a broader
person-centered care perspective. Person-centered care principles
include offering patients personalized care, support, and
treatment while enabling and empowering them to build their
own capabilities [4]. In line with this, shared decision making
places value on a patient’s expertise of their daily lives and
difficulties and aims to empower them to communicate their
personal values in any decision [5].
There is increasing evidence that ensuring collaborative practice
and shared decision making in interventions with those with
long-term physical or mental health conditions may contribute
to improved self-management and patient activation along with
better treatment outcomes [6-9]. Findings from child health
settings show that young people have the capacity to be involved
in the decisions around their care [10]. However, using shared
decision making in the context of CAMHS has unique
challenges. This includes the difficulties of initiating complex
conversations with highly vulnerable and stressed children [11].
Furthermore, the decisions that arise within a CAMHS context
often require ongoing deliberation rather than leading to a clear
decision point. They are also likely to involve the multiple
perspectives of, for example, families, social workers, and
schools. The quality of the therapeutic relationship and
availability of resources to support the process were other key
factors identified by a recent systematic review [12]. These had
an impact on the provision of person-centered care and shared
decision making in CAMHS.
In spite of the challenges, findings suggest that once shared
decision-making approaches are adopted in CAMHS, clinicians
do not report additional risks or adverse events [13]. Conversely,
young people’s involvement in decision making may make key
decisions more explicit and planned and therefore potentially
less risky. Furthermore, child and parent experiences of shared
decision making have been shown to be associated with higher
levels of symptom improvement [14].
Young people want to be involved in making decisions about
their health care and report feeling more in control of their care
when they are included in decisions [15]. Parents also feel that
their children should be involved in the decision-making process
as it may increase their self-esteem and improve their overall
welfare [15]. Clinicians appear to experience implementing
shared decision making with young people in 3 possible ways:
they may feel apprehensive due to perceived risks, they may
feel “clunky” if they lack confidence in how to introduce the
approach, or they may feel confident once they have found a
natural way to incorporate shared decision making into the way
they work [13].
Presently, shared decision making is used inconsistently within
CAMHS both nationally and internationally. An Australian
study asked young people with diagnoses of depressive disorders
about their experiences of treatment decision making [16]. Their
levels of involvement varied greatly, as did their satisfaction
with their levels of involvement. In the National Health Service
(NHS), a need to improve patient engagement in decisions
around their care has been identified [17]. For instance, young
people express an unmet need for access to developmentally
appropriate, personally relevant, and accurate information to
empower them to make informed decisions about their mental
health care [18,19].
Interventions to support shared decision making in mental health
services are emerging internationally. Simmons et al [16]
developed an online, evidence-based decision aid to support
young people facing treatment choices for moderate to severe
depression. The aid includes an outline of treatment options,
the evidence for each one, and the likelihood of experiencing
symptom improvement and side effects plus a space for patients
to record what is most important to them.
Interventions are also emerging within CAMHS in the United
Kingdom. For example, a range of tools and approaches to
support shared decision making has been developed in 4 UK
CAMHS [4]. These tools include decision aids such as choice
cards and option spreadsheets plus tools to support the
identification and expression of feelings, problems, and goals
such as a “getting to know you” booklet. The objective of these
tools was to change the relationship between young people and
their clinicians by encouraging active involvement from young
people. Supporting young people to ask questions independently
and raise the issues they want to discuss can also facilitate shared
decision making [20]. These tools increased collaboration
between young people and clinicians, and shared decision
making was best facilitated when clinicians were open to
changing behaviors and processes and young people were
enthusiastic about moving toward a more collaborative
relationship with their clinician [4].
Interventions in child mental health settings which include
shared decision making have been shown to improve quality of
life and satisfaction [21,22]. Online decision aids for young
people with depression were found to be acceptable and useful
for clinicians and young people [16].
Young people have advised that technology that is engaging,
easy to access, informative, empowering, and provides support
between sessions would be a particularly useful addition to
therapy [23]. The use of technology in mental health care is
recommended by the National Institute for Health and Care
Excellence 2011 best practice guidance [24], and evidence
supports the effectiveness of using mobile phone apps in therapy
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[25]. Indeed, young people report already using technology as
an informal complement to treatment [23].
Encouraging findings have also emerged from an evaluation of
tools supporting young people’s mental health through preparing
for discussions, mood tracking, and self-management [26].
Young people, parents, and clinicians report feeling positive
about integrating the use of certain apps into interventions for
young people in mental health settings [27]. However, the
content of many youth mental health apps is not based on
psychological theories or evidence-based practice [28]. It has
been argued that more research is required to better understand
how best to integrate digital mental health tools into services
[23].
To the best of our knowledge, there are presently no apps
designed for and tested in UK CAMHS that support young
people to become more actively involved in their care and the
decisions surrounding their care. Our research project aims to
develop and rigorously test an evidence-based mobile phone
app, Power Up, for young people to use alongside CAMHS
appointments. This app will provide tools aiming to support
young people’s voices in therapy, facilitate a more
patient-centered approach, and increase shared decision making.
Power Up will enable young people to record their questions,
plans, decisions, and diary entries and support young people to
decide and remember to whom they could communicate these
things. By providing a digital space for young people to prepare
what they want to bring to a session, Power Up can support
them to actively engage in and direct their therapy.
Study 1 will aim to elicit opinions of young people, parents,
and clinicians on an early version of the app, which will inform
further developments. A feasibility trial will then be conducted
in study 2, which will aim to collect the necessary parameters
to plan a cluster controlled effectiveness trial of Power Up.
Methods
App Development
New and existing tools that support young person activation,
empowerment, and shared decision making will be developed.
From existing projects, which the present authors have been
involved in, a number of evidence-based paper and online tools
to support young people making shared decisions in CAMHS
have been developed. These tools aim to provide young people
with relevant, accessible information, tailored advice, support
with self-management activities, and decision aids [13,29].
Aspects of these tools will be combined with newly developed
tools to create the new app, Power Up. The app development
process will adhere to best practice guidance for patient decision
aids [30], quality criteria for health mobile apps [31,32], and
design and evaluation guidelines for mental health technologies
[33].
A shared decision-making model for clinical practice was
developed by Elwyn et al [34] that identified 3 key steps: choice
talk, option talk, and decision talk. During choice and option
talk, collaborative decision making is introduced and justified
to the patient, and options are then presented. Within decision
talk, patients must be encouraged to form and express
preferences. The capacity for young people to be involved in
such decision talk was identified as a key barrier to shared
decision making and person-centered care in CAMHS [12].
Indeed, Elwyn et al [34] identified that some patients are likely
to need time and resources to consider what their preferences
are and that this deliberation may need to be done outside of
the clinical encounter. Power Up therefore aims to provide
young people with this space to record their experiences and
consider their preferences, consequently increasing their capacity
to be involved in decision talk.
Patient and Public Involvement
Key stakeholders will be heavily involved in the development
of Power Up through patient and public involvement (PPI)
sessions. A user-centered agile development process will enable
feedback from stakeholders to iteratively inform the design of
the app. Through these sessions, young people with experience
in accessing services, parents, and CAMHS clinicians will be
consulted to ensure that the app’s development is
stakeholder-led. These groups will be consulted regarding initial
ideas proposed for the app’s content, importance and
appropriateness of each tool, suitability of the wireframes
(images of the functional elements of each screen), design
elements, and protocol as it is developed.
PPI will be actively involved in the governance and delivery of
the research. A PPI group will be facilitated by the PPI lead
(KM) and 2 young advisors with expertise in shared decision
making who have been recruited, trained, and supported by the
PPI lead in line with best practice guidelines [35]. The group
will be actively involved in project governance; cofacilitation
of coproduction sessions with local service user groups; design
and review of information sheets, informed consent forms,
recruitment material, and interview schedules for young people,
carers, and therapists; and dissemination of findings. The group
will lead coproduction sessions with local service user groups
who will act as advisory partners to the project, feeding into
management, content development, beta-testing, and feedback
for further development. While the project is primarily aimed
at supporting shared decision making in young people, it is also
crucial to engage with parents and carers. The PPI group will
lead coproduction sessions and interviews with parents and
carers to ensure their expertise informs project management,
content development, and feedback for further development.
Coproduction sessions will focus on feedback from young
people about the design and refinement of Power Up and making
it more intuitive, wording sections for clarity, recruiting for the
study, using the app within sessions, and encouraging Power
Up to be a personal space for young people.
Power Up Content and Design
A recent scoping review of approaches to support shared
decision making in young people showed that many were not
aimed solely at young people; instead, many were aimed at
parents [36]. Moreover, those that were aimed at young people
tended to miss key areas of shared decision making and tended
to be used within or just before appointments rather than being
a tool that could help manage difficulties outside of sessions
and help young people express their opinions. In addition to
this, none were interactive apps; they were instead confined to
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websites, mostly detailing information. Power Up addresses
these gaps by allowing decisions to be tracked, revisited, and
reviewed over the course of treatment. Power Up is an app for
young people in CAMHS to use independently. The Power Up
app will provide young people with tools to use within and
between CAMHS sessions. The objective of these tools is to
empower young people to be more actively engaged in their
care and decisions about their care by providing a space for
them to record and prepare what they want to bring to and share
in a therapy session.
Users of the Power Up app will not be able to digitally share
information that they enter. The value of young people being
able to communicate directly with their clinician through the
app was considered. It was concluded that, in the context of a
feasibility trial, the information governance and data security
issues around data sharing through the app could not be
sufficiently mitigated at this time. Presently, therefore, Power
Up provides a private space for young people to use alongside
their CAMHS sessions.
There are 4 key tools in which young people can use text, audio,
video, and photos to create entries. In My Questions (see Figure
1 for screenshot), young people can record questions they would
like to ask people in their support network (eg, their CAMHS
clinician) and record their responses. In My Diary (Figure 2),
young people can record session journals and daily journals,
describing their thoughts, feelings, and experiences. In My Plans
(Figure 3), young people can record step-by-step plans for
achieving goals or tackling difficulties. My Decisions (Figure
4) is a space for young people to enter a decision they want to
work through (eg, returning to school). The young person then
adds pros (eg, keeping up with school work) and cons (eg, fear
of being bullied) for the decision, assigning a weight to the
importance of each one.
Additionally, users will record a list of all the people in their
support network, including their CAMHS clinician, in My
People when they first download the app. As Power Up users
add entries to the app, they will be reminded to consider if they
want to talk to any of the individuals in My People about their
entry.
Finally, the Help and Support tool will signpost young people
to other relevant resources giving information and advice. Young
people will be able to add their own links and phone numbers
to the list.
Our research project will be executed across 2 phases:
development and feasibility testing.
Figure 1. My Questions.
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Figure 2. My Diary.
Figure 3. My Plans.
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Figure 4. My Decisions.
Study One: Development Phase
Participants and Design
Using a qualitative design, semistructured interviews and focus
groups will be conducted to elicit the opinions of group members
concerning the structure and content of a prototype of Power
Up. Up to 30 participants will be recruited to study 1: 10 young
people, 10 parents and carers, and 10 clinicians. Young people
recruited to this study will be aged 11 to 19 years, currently
attending sessions in CAMHS, and presenting with emotional
difficulties such as anxiety or depression. A clinician will have
confirmed that the young person does not have any vulnerability
that would make taking part in the study inappropriate to their
context. Parents and carers recruited to this study will be over
18 years old and a parent or carer of a child currently attending
sessions in CAMHS. All participants will be able to understand
English sufficiently to provide informed consent.
Procedure and Materials
Participants will be recruited at 3 London CAMHS sites. Contact
will be made with various sites well in advance of the study’s
start date to ascertain potential interest in the whole project.
Clinicians
At the commencement of study 1, the key contact person at each
site will set up an initial meeting between clinicians and
researchers. During this initial meeting, clinicians will be invited
to participate in a focus group or interview. They will be given
an information sheet that provides details of the purpose of the
study and what their involvement would require. Approximately
10 clinicians will be recruited across the 3 services, and a date
will be set between researchers and clinicians by phone or email.
They will sign an informed consent form before they take part
in the interview or focus group.
Young People and Parents
In the initial meeting, clinicians will also receive training on
the young person recruitment procedure for stages 1 and 2.
Clinicians will select young people currently attending CAMHS
by reviewing their patient lists to identify young people who fit
the inclusion criteria. The training will highlight that selection
bias should be avoided during this process as the views of young
people with a range of levels of engagement with therapy are
necessary to understand how the app may or may not be used.
The number of people screened on the patient lists, number who
met the inclusion criteria, and number approached will be
recorded.
Through a postal letter, telephone, or face-to-face conversation,
young people and their parents or carers will be given
information about the study. Young people and their parents or
carers will indicate to a member of CAMHS staff or the research
team, through a telephone or face-to-face conversation, that
they are interested in taking part in the project.
Before the interview or focus group, all participants will read
an age-appropriate information sheet outlining the purpose and
details of the study. If the young person is aged 15 years or
younger, their parent or carer will also be given an information
sheet to read. Their parent or carer will sign a parental consent
form agreeing for them to take part in the study before the
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interview or focus group. The young person will sign an assent
form indicating they would like to take part. Young people who
are aged 16 years or older and their parents or carers will sign
their own informed consent forms before they take part.
Interviews are expected to last up to an hour.
In the focus groups and interviews, researchers will share the
first version of Power Up with participants on a mobile phone.
Researchers will talk the participants through the features of
the app, and then participants will be given some time to try out
this app on a mobile phone provided by the research team.
Questions will be asked according to a semistructured topic
guide (see Multimedia Appendix 1). Participants will be asked
to talk the interviewer through their thoughts as they are looking
at the app. Afterwards, questions about the app’s content,
usability, usefulness, and design will be asked. At the end of
the focus group or interview, participants will be debriefed.
They will be given contact details for the researchers should
they wish to ask any questions or withdraw their data. Ideally,
young people and carers will take part in separate interviews
and focus groups; if this is not possible, the researcher will aim
to elicit responses from all participants to ensure the voices of
young people and carers are heard. Interviews and focus groups
will be transcribed verbatim and analyzed using the framework
approach to identify themes pertaining to the usefulness,
functionality, and design of Power Up to be fed back to the
design team and inform subsequent iterations of the app [37].
The analysis will compare and contrast responses from different
groups to identify similarities and differences between young
people, carers, and clinicians.
Study Two: Feasibility Testing Phase
Participants and Design
In the feasibility testing phase, young people’s experiences of
CAMHS while using Power Up will be compared to young
people’s experiences of CAMHS without using the app. Study
2 is designed as a feasibility trial using a waitlist control design.
A total of 60 young people, who are aged 11 to 19 years old,
have recently been referred to CAMHS, and are presenting with
emotional difficulties will be recruited to the trial. A clinician
will have confirmed that the young person does not have any
vulnerability that would make taking part in the study
inappropriate to their context. They will also understand English
well enough to provide informed consent or assent if they are
younger than 16 years old. First, 30 young people will be
recruited to the control phase of the trial where they will receive
management as usual. Subsequently, 30 different young people
will be recruited to the intervention phase of the trial where they
will be given Power Up to use alongside management as usual.
Procedure
Participants will be recruited in 7 to 10 London CAMHS sites.
Clinicians will identify young people who are in their initial
sessions in CAMHS. Young people and their parent or carer
will be given information about the trial, and they will indicate
to a member of CAMHS staff or the research team, through a
telephone or face-to-face conversation, that they are interested
in taking part in the project. For the control phase and the
intervention phase, each service will be required to recruit 5 to
10 young people (for a total of 30 young people across services
for each phase). This initial contact by services and subsequent
recruitment by researchers will replicate the processes described
in study 1.
If the young person is recruited during the control phase, they
will meet with a researcher, along with their parent or carer, at
a convenient time and place in the early stages of their therapy
(up to the third treatment session). The researcher will take
informed consent using the same procedures as described in
study 1. The young person will then complete a battery of
measures that take an estimated 15 minutes to complete. The
young person’s parent or carer and clinicians will also complete
a short questionnaire each.
Three months later all participants will be recontacted by the
researchers and a time will be arranged for them to complete
the same battery of measures a second time. Their clinician will
also be asked to report the young person’s presenting problems,
type of interventions used, number of sessions attended, number
of missed appointments, and length of appointments.
Data collection for the intervention phase will replicate the
control phase procedures. For those recruited to the intervention
phase, the researcher will also help the young person to
download Power Up onto their phone and will talk them through
its functions after completing the first time measures. The young
person will then be able to use Power Up as much as they want
throughout their therapy at CAMHS, within and between
sessions. In the intervention phase, a total of 10 to 12 young
people and 10 to 12 clinicians across services will also take part
in a posttrial interview where they will be asked about their
experiences of and opinions on using Power Up in CAMHS.
At the end of their involvement in the trial, participants will be
debriefed by a researcher. All participants will be offered 5
pounds (US $6.63) travel reimbursement at the end of their
involvement in the study. They will be given contact details for
the researchers, should they wish to ask any questions or
withdraw their data.
Measures
Demographic Characteristics
Participants will be asked to report their age, gender, ethnicity,
any disabilities, and first language.
Patient Activation Measure–Mental Health
The Patient Activation Measure–Mental Health (PAM-MH) is
a patient-reported tool for measuring engagement in mental
health care. The 13 items are used to measure patients according
to 4 activation levels: skills, knowledge, confidence, and
behaviors critical for coping with and managing mental health.
Statements such as “When all is said and done, I am the person
who is responsible for taking care of my mental health” will be
rated using a 5-point response scale ranging from disagree
strongly to agree strongly. PAM-MH was adapted from the
physical health Patient Activation Measure; an examination of
psychometric properties found it appears to be a reliable and
valid measure [38]. It has been used in a number of studies with
people accessing mental health services (see, for example,
Matthias et al [39]). In the proposed feasibility trial, we will
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collect necessary parameters for planning a full prospective
parallel cluster controlled trial to test the effectiveness of Power
Up. We consider a minimal clinically important difference to
be 55.10 on the PAM-MH in the management as usual arm
(indicating they lack confidence to take action to manage their
mental health difficulties) versus 67.10 in the Power Up arm
(indicating they are able to take action to manage their mental
health difficulties) [9].
CollaboRATE
CollaboRATE is a 3-item patient-reported shared decision-
making measure. The measure assesses the extent to which an
explanation of the health issue is given and patient preferences
are elicited and integrated. A 10-point response scale from no
effort was made to every effort was made is used to measure
how much effort was made to “help you understand your health
issue,” “listen to the things that matter most to you about your
health issues,” and “include what matters most to you in
choosing what to do next.” Concurrent validity with other shared
decision-making measures and good interrater reliability have
been demonstrated in a range of doctor-patient encounters [31].
However, its psychometric properties have yet to be tested in
child mental health services. The authors of this study are
involved in another study looking at the psychometric properties
of CollaboRATE with children and young people.
Shared Decision Making Questionnaire
The Shared Decision Making Questionnaire (SDM Q-9) is a
9-item patient-reported shared decision-making questionnaire.
Responders rate their agreement with 9 statements related to
the decision-making process in healthcare consultations. One
minor revision was made to the original version of the SDM
Q-9; each item was changed from “my doctor” to “the clinician”
to make the items applicable to any professional working with
young people in CAMHS. Statements such as “The clinician
made it clear that a decision needs to be made,” “The clinician
helped me understand all the information,” and “The clinician
and I selected a treatment option together” are rated on a 6-point
response scale ranging from completely disagree to completely
agree. The SDM Q-9 shows a high internal consistency
(Cronbach alpha >.9), face validity, and high acceptance [40].
However, its psychometric properties have yet to be tested in
child mental health services.
Experience of Service Questionnaire
The Experience of Service Questionnaire (ESQ) is a
self-completion questionnaire that assesses children and young
people’s views of services with respect to accessibility, humanity
of care, organization of care, and environment. Responders rate
their agreement with 13 statements, such as either “certainly
true,” “partly true,” “not true,” or “don’t know.” The ESQ was
developed and piloted with CAMHS attendees and has good
precision in differentiating satisfaction with care on an individual
level in this population [41]. For this study, 4 items of the ESQ
will be used as a proxy measure of shared decision making: “I
feel that the people who saw me listened to me,” “It was easy
to talk to the people who saw me,” “My views and worries were
taken seriously,” and “I have been given enough explanation
about the help available there.” These items have previously
been used as a proxy measure of shared decision making [14].
Youth Efficacy/Empowerment Scale–Mental Health
The Youth Efficacy/Empowerment Scale–Mental Health
(YES-MH) assesses youth perceptions of efficacy with respect
to managing their own mental health condition (self), managing
their own services and supports (service), and using their
experience and knowledge to help peers and improve service
systems (system). The 7 items of the self subscale and 8 items
of the service subscale will be used in this research. Responders
rate their agreement with statements such as “I feel I can take
steps toward the future I want” and “When a service or support
is not working for me, I take steps to get it changed” on a 5-point
response scale from almost or almost always to never or almost
never. Initial analysis of the psychometric properties of this
scale when used with 14- to 21-year-olds showed evidence of
a clear factor structure and good internal reliability for the self
subscale (Cronbach alpha=.88) and the service subscale
(Cronbach alpha=.83) [42].
Strengths and Difficulties Questionnaire
The Strengths and Difficulties Questionnaire (SDQ) is a
self-report behavioral screening questionnaire for children and
adolescents measuring symptoms and functioning; 25 items
capture 5 subscales, which measure emotional symptoms,
conduct problems, hyperactivity/inattention, peer relationship
problems, and prosocial behavior. Responders rate their
agreement with statements such as “I get very angry and often
lose my temper” as either “not true,” “somewhat true,” or
“certainly true.” The impact supplement includes 8 items which
inquire about chronicity of the difficulties, distress, social
impairment, and burden to others. Responses to questions such
as “Do the difficulties interfere with your everyday life?” are
given using a 4-point response scale ranging from not at all to
a great deal. Internal consistency has been judged as satisfactory;
the mean Cronbach alpha was calculated as .73 [43]. The SDQ
has been used with young people as a clinical assessment tool
and in developmental, genetic, social, clinical, and educational
research studies.
Client Receipt of Services Inventory–Children’s Version
The Client Receipt of Services Inventory–Children’s Version
(CSRI) provides information on service utilization as reported
by the main carer of the child in the family [44]. Information
on background, household circumstances, employment and
income, school support, and health service use is recorded
regarding the retrospective period of 6 months. For each service
type, the number and average duration of contacts is recorded.
The CSRI has been previously used in child mental health
contexts [45].
Dyadic OPTION Scale
This is a 12-item instrument to measure the extent to which
patients have been involved in shared decision making from the
viewpoint of the clinician. This instrument was adapted from
the observer OPTION which underwent extensive psychometric
testing. The 2 scales show convergent validity [46], and a
systematic review has concluded that the dyadic OPTION scale
is the most promising tool for measuring components of shared
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decision making [47]. Twelve statements, such as “A health
problem was identified, where it was made clear that a decision
was needed,” “Different options (including the possibility of
doing nothing) were discussed,” and “It was made sure that
information had been understood,” are measured on a 4-point
response scale ranging from strongly agree to strongly disagree.
Acceptability Measures
Participants will also be asked to complete a questionnaire about
the acceptability of all the above measures.
Ethics and Informed Consent
Ethical approval has been obtained from Queen Square National
Research Ethics Service and the Health Research Authority
along with relevant local research governance and site-specific
approvals. The trial has been registered with the ISRCTN
registry [ISRCTN77194423] and ClinicalTrials.gov
[NCT02987608].
Participant information sheets and informed consent forms will
be given to all young people (assent forms for young people
aged under 16 years), parents or carers, and clinicians. These
forms were developed in conjunction with the Core Research
Group and the Advisory Group, in particular the PPI coordinator
and 2 representatives. The forms will inform participants that
participation is entirely voluntary and that it will not impact
their care if they decide not to take part. The risks and benefits
to the participating people will be addressed and it will be made
clear that the data obtained from the study will be confidential
and their privacy ensured. Consent forms will also make the
participant aware of their right to withdraw at any point during
the research.
Planned Analysis
Study One: Development Phase
Focus groups and interviews will be recorded and transcribed
verbatim. They will then be analyzed using thematic analysis.
Themes will give an understanding of what young people,
parents and carers, and clinicians think of the content and format
of Power Up. Further developments to the app will be made in
response to these themes.
Study Two: Feasibility Testing Phase
Descriptive statistics will be used to characterize the participants
in terms of sociodemographic profile. The primary outcome
measure of the feasibility trial, the standard deviations and
intraclass correlation coefficients of the shared decision-making
measures, will identify the parameters to enable planning for
the subsequent trial. These will be used to calculate the sample
size for the future planned cluster controlled trial. In addition,
the acceptability of studying Power Up in a cluster controlled
trial will be examined using recruitment and retention rates,
number of sessions attended, and number of individuals who
refuse treatment. The feasibility of studying Power Up will be
indicated by the number of patients failing to comply with the
full clinical/research protocol and qualitative information
obtained from the posttrial interviews with clinicians and young
people.
The secondary outcome measures, an initial indication of the
impact that Power Up may have on a young person’s clinical
outcomes, are the change in patient activation, empowerment,
and SDQ scores pre- and postintervention. Qualitative
information regarding the impact of Power Up will also be
obtained from the posttrial interviews with clinicians and young
people.
The results of this study will clarify the feasibility and
acceptability of studying Power Up in a prospective cluster
controlled trial. In addition, the results will highlight the possible
utility and challenges of implementing Power Up with young
people in CAMHS.
Results
Funding has been secured from the National Institute for Health
Research (NIHR)–Central Commissioning Facility to cover the
full length of the project. Interviews were completed for study
1 in December 2016. The project is currently in the control
phase of the feasibility trial, and 10 CAMHS sites have been
recruited to take part in the study. The intervention phase of the
feasibility trial commenced in June 2017. It is anticipated that
data collection will be completed by December 2017.
Discussion
The trial and its findings will inform the development and
implementation of a shared decision-making app for CAMHS.
It will be the first of its kind for young people managing
emotional problems in the NHS. This will contribute to the
growing use of technology to support children and young people
with mental health difficulties.
In addition, the findings will inform the planning of a
prospective cluster controlled trial. This larger study will give
further evidence of the app’s efficacy in promoting shared
decision making in CAMHS while reducing missed
appointments and increasing positive outcomes. This will also
indicate the potential financial savings the app could have for
services. It is hoped that this research and the future trial can
work toward putting children, young people, and their families
at the heart of decision making about their care.
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